M
ost Americans no longer die as we did until just half a century ago of infections, accidents, and organ system failures that usually kill quickly. Instead, better medical interventions, lifestyles, and public health have given us the opportunity to grow old, accumulate chronic conditions, and die slowly. The average American who survives childhood now has a life expectancy of about 80 years, and by then, most of us accumulate a few serious conditions with interacting and competing causes of disability and discomfort. 1 For three quarters of Americans, the last year of life will include a diagnosis of heart failure, obstructive lung disease, stroke, dementia, or cancer (C. Hogan, personal communication, 1998). Once such an illness becomes substantially disabling, it worsens over months or years and eventually causes death. This last phase of serious illness has not been apparent until the past few decades.
In recent legislation and other federal government actions, this new category is sometimes described as serious and complex illness, a term first used in the 1997`H ealth Insurance Bill of Rights Act.'' 2 When President
Clinton implemented that bill in federal agencies, having à`s erious and complex illness'' protected patients from suddenly losing a physician when a managed care organization altered provider panels. 3 Since``serious and complex illness'' had no definition in legislative history or in professional literature, the Health Care Financing Administration contracted with the Institute of Medicine to investigate and report possible definitions. 4 The Institute recommended that managed care organizations be allowed to work with this category without it being given a precise meaning. Serious and complex illness may well be the moniker that our society has been seeking when we look to tailor care for those with substantial chronic illness. One way of classifying chronic illness would be to split the category 3 ways. In the first group are conditions that are progressive but not particularly life-threatening, such as osteoarthritis, hearing and vision deficits, and dental decay. In the second group are conditions that are not progressive, such as mental retardation. In the third group are conditions that are progressive and eventually fatal Ð those for whom the chronic illness is``serious.'' Recognition of this population's special characteristics could help to organize knowledge and administer benefits.`S erious and complex (and eventually fatal)'' illness seems more appropriate for most uses than is the phrasè`t erminally ill,'' which is a quite ambiguous and restrictive category, though commonly used. 5, 6 ``S erious and complex'' conditions are seriously disabling and will worsen until death. Virtually all such conditions require complex organizing of services over time. This paper aims to encourage internists to consider the special service needs of individuals with such conditions. Adopting the terminology``serious and complex illness'' rather than``terminal illness'' and providing services more directly targeted to the needs of this population might be useful in targeting quality improvement work and in shaping public policy. This paper discusses the problems with the current categorizations and language, describes financial and structural barriers to appropriate care, and provides examples of recent strides in improved care for individuals facing the end of life.
PROBLEMS WITH CURRENT TERMINOLOGY FOR END-OF-LIFE CARE
About one fifth of us will die with a reasonably recognizable course of illness, during which the patient is given a dire diagnosis, loses weight, takes to bed, and dies within a few weeks or months. 7 Nonhematologic malignancies such as lung and colon cancer most commonly follow this course. 6 At least two thirds of us will die at the end of a very different course. 7 We will have 1 or more serious chronic diseases Ð heart, lung, or cognitive failure are most common. Our medical conditions will gradually restrict our activities and will cause repeated bouts of serious exacerbations with hospitalizations. However, no distinct``terminal'' period will mark the period just before death. Instead, the week in which we die will start like any other, then a pneumonia, pulmonary embolus, stroke, heart attack, arrhythmia, or some other rather unpredictable calamity will arise and quickly overwhelm the patient's terribly diminished reserves. One investigation used a well-calibrated statistical model to predict survival time among patients with advanced heart failure, defined as New York Heart Association Class III with 3 medications (unless unable to tolerate) and ejection fraction under 30% if measured. The median patient still had a 50% chance of living for 6 months on the day before the day he or she died. 8 These patients could not walk across a large room, could not eat a full meal, and certainly could not manage their households directly. However, the timing of death remained quite uncertain, often right up to the day before death. These patients live better with specially tailored care as they confront symptoms and the disquietude of eventual death. 9 However, they will not readily qualify for hospice, since Medicare requires that hospice patients be``terminally ill,'' which requires reliable prognostication that life span will be less than 6 months. Seeking to enroll persons with fatal but unpredictable illnesses into hospice illuminates a serious problem in Medicare's definition of`t erminally ill'': the statute does not actually articulate the dividing line that physicians should use for the prognostic estimate. The statutory language is left open to interpretation Ð the just barely qualified patient could bè`m ore likely than not to die within 6 months'' or``virtually certain to die within 6 months.'' The latter is the definition that many argue the Health and Human Services Office of the Inspector General seemed to be applying when it conducted its investigations of fraud in hospice programs. 10, 11 The distinction is an important one from a public policy standpoint: many entire illness types, such as heart failure, would not qualify under some interpretations of the 6-month rule though they would often qualify under others. 6 The diagnosis of``terminal'' often carries with it the implication that the end of life is approaching and the focus turns to attending to completion of life tasks, spiritual issues, and physical comfort 12 Ð all of which are important concerns and extremely appropriate for that population for whom nothing more can be done. But there is a different set of individuals Ð those with``serious and complex'' illness Ð who have the disease(s) from which they are likely to die but are not in the last few weeks and months of life. For these people, the focus instead is likely to be continuing to run businesses, initiating relationships, and otherwise to act like people who might continue to live for some time. If prognosis is actually ambiguous, patients may well chafe under the expectations and restrictions that society has come to apply to those who are labeled as``terminal.''`S
ERIOUS AND COMPLEX ILLNESS'': A MORE APPROPRIATE CATEGORY?
The category of``serious and complex illness'' would be more congruent with the special needs of persons who are quite ill and will gradually worsen until death.``Serious and complex'' applies to patients with conditions that are already quite disabling, are expected to be fatal, and require ongoing health care. For such patients, priorities often change. In addition to wanting prevention of and rescue from physiological disturbance, people with``serious and complex illness'' often have priorities that are difficult to meet: continuity and reliability over time, comprehensive services, advance planning, and symptom relief. In these respects, they are like hospice patients. However, unlike hospice patients, the prognosis for these patients is for a longer than 6 months; therefore, they may have very different additional needs.
Working definitions of``serious and complex illness'' will require defining the thresholds of serious disability in an eventually fatal illness. Such a patient has a condition that causes suffering and/or disability every day and that will worsen over time and cause death. The Medicare criteria for home oxygen in chronic obstructive lung disease would seem to be a good threshold, for example. Having metastatic cancer or Class III heart failure despite medications could also be appropriate criteria. Dementia patients might qualify when they are mute, immobile, and incontinent. Persons with multiple illnesses will be common, and we will have to articulate rules that account for this complexity.
In addition, managed care organizations and regulators; the Veterans Healthcare System; and other population-based service providers could use patients with``serious and complex illness'' to report symptom management, family support, and continuity. Certification or reporting standards could monitor how often these patients had the same provider team through to death, had symptoms controlled, had comprehensive plans for exacerbations, and had specific plans for the time of death. 13 The measured rates could provide information for patient choice, as well as for quality improvement and for contracting standards.
RELIABILITY AND CONTINUITY AS SYSTEM-WIDE GOALS
Patients need to be able to rely upon their providers and the promises that they make regarding care. If a disruption must occur, the transition will require some time, and coerced transfer to a new provider will require reasonable allegiance by the new care team to decisions already made by the patient. For example, a person might have slowly worsening amyotrophic lateral sclerosis. The patient may be relying upon a physician who is willing to come to the home and who promises to come quickly if ever the patient feels seriously short of breath. That patient should not suddenly be required to use a physician who only sees patients in the office and is unfamiliar with any treatment for this condition except ventilator support.
The usual American coming to the end of life has every reason to fear the care system, even if he or she is at peace with the fact of mortality. By middle age, most Americans have experienced a loved one living out the end of life with unrelieved pain, avoidable but terrifying emergencies, or crushing care burdens on family. Indeed, when a person lives well despite fatal illness and then dies peacefully, family will say,``We were lucky.'' No one feels that good care is routine and reliable.
CONTEMPORARY STRUCTURES AND FINANCING AS IMPEDIMENTS TO QUALITY CARE
Many of the current dysfunction in the care of very sick and slowly dying people originate in or are perpetuated by the way that care is organized and financed. 1, 14 Providers who run profitable businesses in current financing and practice patterns are comfortable with and generally benefit from the fragmentation and specialization of the care system. Nevertheless, these structures and incentives act against the interests of people with multiple progressive problems who need continuity across a variety of services in various settings. In addition, current financing often does not encourage symptom relief, family support, and counseling. The foci of reform in the organization and financing of care for serious and complex illnesses vary somewhat by the dominant course of illness in the last phase of life. Cancer care is heavily``medical'' and covered by Medicare, including hospice at the end. Organ system failures, such as heart failure, cirrhosis, and obstructive lung disease, are also heavily treated in``medical'' systems and the costs are borne largely by Medicare. However, organ system failure patients ordinarily cannot use hospice 6 or any other service customized to provide good home support at the end of life. For those afflicted with strokes or dementia, the bulk of the care needs fall outside of a``medical'' reimbursement model and these individuals are forced to rely much more upon personal assets, family, and Medicaid. Those afflicted with the multifactorial frailty of advanced old age have been unapparent in the``design'' of the care system. They are most often served by a mix of care systems aimed at other populations and with financing from a variety of sources (usually a combination of Medicare, Medicaid, and personal wealth). The differences among these sorts of populations and the effects of organization and financing shape the possibilities for reform.
About three quarters of us die in care financed by Medicare. 1 Another sizable group relies upon Medicaid or the VA health care system. Effectively, how most Americans live while facing fatal illness is already strongly determined by federal policies and financing. Yet, federal agencies, including Medicare, have no policy or monitors, no quality indicators, and no clear mission in this arena. Medicare's structure ends up being inimical to the interests of persons with long-term progressive disabilities and diseases that will end in death. Fee-for-service reimbursements pay better for discontinuity and for performing medical procedures, even though serious chronic illness calls for continuity, dependability, counseling, symptom management, and family support. Capitated payment systems do not yet adjust much for the increased costs of care for seriously ill persons, thus making it hazardous for any managed care provider to gain a reputation for excellence in this area. 15 Costs for serious and complex illness at the end of life are quite substantial. Lubitz et al. 16 have shown that $1 of every $8 spent by Medicare pays for care delivered in the last month of life, and $1 of every $4 is spent in the last year of life. Since most eventually fatal conditions are seriously disabling for more than the last year, Medicare probably spends more than a quarter of its funds for the treatment of serious, complex, and eventually fatal conditions. Of course, the rate might be right, but these substantial expenditures are not buying what people need and want.
RECENT ADVANCES AND OPPORTUNITIES FOR REAL IMPROVEMENT
Some recent innovations illuminate the opportunities for living well despite serious illness at the end of life. Hospice is an obvious example, providing care that ensures that most of their patients who are very near to death can live comfortably and meaningfully. 17 The Program for AllInclusive Care of the Elderly has shown that programs for extensive community support and coordination for frail or demented elderly can be extremely valuable and successful. 18 In congestive heart failure, a recent review of fairly rigorous trials of comprehensive and coordinated care (including self-care education, medications, exercise, and early intervention) showed that most have reduced hospitalizations by at least half, a result which not only indicates reduced utilization but also reflects suffering that was avoided. 9 These gains are well documented, but most dying people will never receive this kind of care. To make quality care reliably available at the end of life for all of us, we need fundamental system-wide reform. 19 Such reform has started, albeit slowly. Opinion leaders and ordinary Americans have only recently begun to recognize that the shortcomings of care at the end of life are a predictable result of how the care system is structured. Our problems at the end of life are not just the result of uninformed physicians or of patients in denial, though those undoubtedly contribute. Instead, while attending to other matters, we have put the care delivery system together in ways that ensure discontinuity, undertreat pain and other symptoms, discourage planning ahead or acknowledging the death that is in store, and pay so much less for reliable care that it is almost never a sustainable business strategy for providers. 1 Some major gains have arisen in recent years, including the surge of attention given to end-of-life care. Many federal agencies, Congressional representatives, and leadership organizations in health care have voiced urgency in improving care for serious illness at the end of life. During the most recent Congress, 3 major bills were under consideration that stood to directly affect end-of-life care in this country. The National Institutes of Health has initiated a special request for proposals in end-of-life care. 20 The Department of Veterans Affairs has been especially diligent and effective in investing in change to improve care for serious chronic disease. 
CONCLUSION
In light of the rapid aging of our population, serious and complex illness will affect many of us for at least a few years as we come to the ends of our lives. But until now, our measures, and even our conceptualizations, of good care simply did not reflect what might be best for the care for these persons with worsening illness who are not hospiceeligible. It is time for some additional measures, additional conceptualizations, and an additional categorization. This is important because the categories that we take to be relevant shape the possibilities for improvement. Until recently, our society envisioned only``terminally ill'' as the category of concern for public policy, quality measurement, and quality improvement. The terminology we use implies that those patients are discernibly different from all others and that they are appropriate only for``palliative care.'' Only those patients can have hospice care, and some feel that only these persons can also avail themselves of physician assistance in suicide. 28 Yet, some of those who are``sick enough to die,'' and who do in fact die of their illnesses, never have a period that can be labeled as``terminal.''`S erious and complex illness'' could be the broader category that would prove useful as public policy efforts move forward. Many of us die after months or years of living with serious chronic illness and an uncertain prognosis and the priority on rescue and the tolerance of episodic care that mark the usual care system are sadly mismatched to the preferences and possibilities for a person who has a serious, progressive, irreversible, and eventually fatal illness. Perhaps working with this population would teach us how to provide services that are more appropriate and how to finance care for this population more reasonably. Recognizing this category would trigger special priorities for symptom management, family support, continuity, planning, and related care needs. The time has come to reprioritize and repackage the health care services provided to those with``serious and complex illness'' and thereby allow patient care to suit patient needs.
